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297* Developing patient information material: a collaborative effort
R. McDonald, S. Hunt, C. Moriarty, B. Harris, S. Simonds, V. McDonald,
L. Cheese, S. James. Respiratory, NSW nurses working group, Sydney, NSW,
Australia
Background: There is currently a lack of information available for patients and
parents on speciﬁc micro-organisms that can result in pulmonary infection in
CF patients. A literature review conﬁrmed this lack of information for patients
and families.
Aims: To develop “patient and parent friendly” information on the common micro-
organisms found in CF. The information sheet addressed: what it is, where did you
get it, treatment and important information speciﬁc to the micro-organism.
Methods: The CF NSW nurses held a planning day in february 2006. We decided
to work collaboratively on this project to beneﬁt the CF population in NSW. A list
of micro-organisms was developed and divided among the group.
Results: The micro-organisms chosen were: pseudomonas aeuriginosa, staphylococ-
cus aureus, multi-resistant staphyloccus aureus, burkholderia cepacia, haemophilus
inﬂuenza, candida, Klebsiella, serratia marcescens, stenotrophomonas maltophilia
and aspergillus. Each information sheet was developed by an individual CNC. It
was then distributed to the group as well as a physician from each of the four
major CF centres in the state with a special interest in microbiology for accuracy
of content. Feedback was collated and the information sheets standardised and
published. They are currently being distributed to NSW CF clinics.
Conclusion: Collaborative standardised information is essential for patients and
families. This consistency may help make transitioning to an adult clinic, or transfer-
ring to a different clinic, less traumatic. Following the successful implementation of
these information sheets a brainstorming session will be held at the next combined
meeting to look for further areas we can work on to beneﬁt our patient population.
Supported by: Cystic Fibrosis Association NSW.
298 Efﬁcacy of educational intervention to practice hygiene measures
at routine clinic visits
S. Armoni, Y. Castiel, D. Shoseyov, E. Kerem. CF Center, Hadassah Medical
Center, Jerusalem, Israel
P. aeruginosa is an important cause of lung infection in adolescent CF patients
and is associated with a decline in their pulmonary function. Carriers may cross
infect other CF patients on clinic visits by human contact or via airborne droplets
from coughing transferred by hand contact. Rigorous hand hygiene can interrupt
the cascade of bacterial contamination and cross-infection between patients. It is
therefore important that in addition to the staff, patients and their care givers will
practice hand washing during routine clinic visits.
We studied the impact of rigorous hygiene standards (routine hand washing) on the
patients and their caregivers.
All CF patients (N = 61, 3−56 y) being treated at our CF Center and their caretakers
were included in the study over a 6 month period.
All participants received oral and written detailed instructions on the importance
of hand hygiene and the use of Septol® at each visit as an interventional method.
Questionnaires were distributed at the beginning and the end of the 6-month study
period to compare the knowledge regarding the importance of hand-washing in daily
life. In addition the behavior of the patients with respect to their hand hygiene was
registered prior and post intervention.
Patients were observed twice, prior to and post the study period. Before the
study, questionnaires were correctly answered by 67% of participants, whereas
96% (p = 0.062) answered correctly after the 6-month period. Only 8% (N= 61)
regularly washed their hands at the beginning of the trial whereas 73% did so at
the end (p = 0.000), whereas our goal should be 100%.
Rigorous patient education at each clinic visit is an important means to inﬂuence
the behavior of patients and their caregivers with respect to effective hand hygiene.
299* Ten years’ of experience in patient education of families with a
child/adolescent suffering from cystic ﬁbrosis
V. Bregnballe. Dep. of Pediatrics, Aarhus University Hospital, Skejby, 8200
Arhus N, Denmark
Aims: The patient education programme for families with children or adolescents
with cystic ﬁbrosis (the CF school) was established ten years ago to enable patients
to make choices in their lives as CF patients. The CF school provides patients with
knowledge about cystic ﬁbrosis (CF), teaches them how to cope with the disease
and how to take responsibility for the treatment.
Methods: The CF school has developed during the last ten years. Now we have
a CF school for 5-, 10- and 14-year-olds and annual meetings for each group in
between. The CF school for the 10- and 14-year-olds consists of six lessons of
3−4 hours every second month in one year. For the 5-year-olds it is three lessons
of three hours in three successive months. For the parents with newly diagnosed
children we have meetings three times a year. The CF school is rooted in practice
and experiences. Two books have been made – one for the 10-year-olds and one for
the 14-year-olds. The books are in Danish. The CF school is changed and developed
continually to meet the needs of patients and relatives.
Results: All patients attached to the CF Centre West in Denmark and born in 1985
or later have been or will be given the offer to attend the CF school. In the ten
years the CF school has existed only four patients have declined to attend.
Conclusions: CF patients seem to ﬁnd the CF school a valuable offer from the
CF Center.
300 Keeping CF kids connected – Ability Online
L. Taylor1, M. McClure2, M. Solomon1. 1Respiratory Medicine, Hospital for Sick
Children, Toronto, ON, Canada; 2Ability Online, Toronto, ON, Canada
People with disabilities are faced with unique challenges including social isolation,
physical constraints, pain and discomfort. Teens with Cystic Fibrosis (CF) are no
different, and have identiﬁed a wish to connect and communicate with others with
CF. As a result of infection control measures, there is little or no direct contact
between patients with CF. Evaluations from a recent family/teen teaching day
indicated that 67% of teen participants would join a CF online community.
Ability Online is a unique program that was established in 1991 to connect those
with disabilities with peers and mentors. Using the internet, it facilitates friendships,
builds communication skills and offers learning modules to assist with life-skills
and social integration. It is a fully monitored program with secure technology and
supervised message and member screening procedures. It provides 24 hour internet
access in a family friendly environment.
A CF speciﬁc community forum has been set up for interested children through
the clinic at the Hospital for Sick Children in Toronto. All perspective members
apply and are accepted onto the CF site after screening by the clinic nurse. The
program is set up to meet the needs of children looking of CF friends with CF
in a safe, monitored environment. The adult CF community will be included once
the program is established, and a cross-country effort will be made to incorporate
anyone interested. Parents and siblings are also encouraged to join. Separate forums
for these groups can be set up if interest is generated.
The potential beneﬁts of this new initiative would be for children and adults with
CF to reconnect, share experiences, and form relationships through the technology
of the internet. The program will be evaluated over the next 6 months.
